Those of us who diagnose and treat Alzheimer's disease (AD) sometimes have to work with difficult patients. It is not the complexity of the decision-making that is difficult, for the work-up of AD and its treatment options are well-defined. It is the psychosocial aspects that can be most trying, especially when patients do not cooperate and do not have the insight to understand what is happening to them.
Some patients know they are having problems with their memory and other cognitive functioning. These patients appreciate the work-up and treatment recommendations. Other patients may be so impaired that they do not even understand that the discussion is about them, and they willingly agree to anything you may advise. Even though one must still consider the psychosocial dimension when working with these patients and their families, the consultation is usually straightforward. It is the patients who do not realize that they are having problems and who refuse the work-up and treatment recommendations who present the greatest challenge.
These difficult patients often become angry when family members suggest they may be having problems. They may vehemently deny the problems exist. If they remember and acknowledge the problems, they are often able to rationalize in great detail why the problems occurred. Occasionally, they may also explain that the problem was a one-time mistake and that they will not allow it to happen again (despite the problem having occurred multiple times). These patients with no insight often refuse the recommended tests. They often refuse to consider treatment that may help their condition. And they often do not return for follow-up appointments.
How does one work with these difficult patients? While there are many opinions on this subject, I offer a technique that has often worked for me. The principal message I try to convey to the patient is that they are "at risk" for developing AD. I also try to convey that there are things that can be done to help reduce that risk or delay AD. I do not try to convince them that they are impaired or that they indeed have AD, and I do not confront them with the problems they may be experiencing. I try to present the following series of points to the patient and their family. (Many variations of these statements are possible, depending on the individual situation.)
• Your family (and primary doctor) is concerned about your memory. That is why you are here today.
• Our assessment shows that your memory is not as good as it should be for your age.
• I do not know for sure what is causing the problem.
• If your memory continues to worsen, at some point you will be like a patient with AD. Therefore, you are "at risk" for developing AD.
• We are worried about that future possibility. Don't you agree?
• We do not want you to worsen to that point. Don't you agree?
• Therefore, we recommend a few tests to see if we can identify a cause of your memory loss other than AD. We may be able to identify a medical condition that we can treat or cure.
• There is also medication that may improve your memory and slow its worsening. Would you agree to try this medication if it would help to delay AD?
• We also suggest that you and your family prepare for the future in case you should worsen.
Many patients respond positively to this approach. Arguments with patients about whether or not they are impaired or have AD have been avoided, and the goals of obtaining a work-up and reviewing a treatment recommendation have been accomplished. Even though the patients don't seem to have the foresight to understand that AD may be the most likely diagnosis, their families usually do, particularly if the work-up is negative.
Sometimes the family (or patient) will press further and ask, "What do you mean by this 'at risk' terminology? Things have been worsening, and there is no other explanation. Doesn't this mean that dad has AD?" In that situation, I agree that AD is the most likely diagnosis. If necessary, the family can always be taken aside and be given more definitive information.
This "at risk for AD" diagnosis, however, can present new problems. Since it has no specific code for billing purposes or for third-party payers, what diagnosis is used? In those cases, I explain to the patient and the family that I will be using the AD diagnosis and code, even though I don't know for sure. Other problems can occur if the family doesn't listen carefully or if they do not appreciate the significance of being at risk. For example, during a follow-up clinic visit, a daughter said, "We were so relieved when you told us that dad doesn't have AD." That follow-up visit required an in-depth explanation of the diagnosis.
This "at risk for AD" diagnosis can also be used to help support an insightful patient who is very fearful of AD. Even if the evidence suggests that the likely diagnosis is AD, I can honestly say that I don't know for sure and that we should do what we can to help you because of the risk for AD. The same treatment recommendations can be made for the patient who is at risk for AD as for the patient who has AD, with the "at risk" diagnosis presenting a much lighter psychological burden.
But this technique won't work in every case, and it won't help with other challenging issues, such as behavior and driving. There are patients who will be intransigent and unreasonable no matter what approach is used. Good luck in those situations! If you have another technique or advice that has proven to be helpful in these difficult cases, consider sharing them with me.
